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Introduction


As a GP I’ve met countless people over the course of my career. All human life eventually finds its way to my door. All strata of society, at some point, need the help of a doctor. We are none of us immune from the ravages of disease, time or disability.


I’ll try not to sound too bleak. As a GP I’ve got ten short minutes to assess, diagnose and treat a condition. It doesn’t really matter what that condition might be. A serious diagnosis might hinge on a single sentence. The ‘door handle diagnosis’, a diagnosis made as the person I’m seeing mentions something on the way out. Ten minutes to meet and greet. Ten minutes to allay fears or confirm suspicions. Ten minutes to provide reassurance, or give life-changing news.


What can you do in ten minutes? It takes that long for my kids to get out the door to go to school (they do it five days a week, so why does it come as a surprise that they need to wear shoes or need their school bag?). I’ve had baristas take longer than that to make a coffee. Fair enough, it might have been a fairly elaborate frappuccino, plus breakfast toastie. Oh, and a granola pot. And probably a biscuit. You get the point. It isn’t long enough to do anything meaningful for anyone.


This book is there to fill in the gaps. A diagnosis like Alzheimer’s, or any form of dementia, takes much longer than ten minutes. The ramifications of such a diagnosis are life long. As a doctor there are lots of things I need to tell people in order to help them understand or come to terms with their diagnosis. Being diagnosed with an illness such as Alzheimer’s is a scary proposition for many of us. It can radically alter the rest of our lives, and those of our loved ones. It can put a strain on relationships, and have physical, emotional, social and even financial consequences.


This book aims to help people understand their diagnosis, and help those around them learn how to approach the care of someone with dementia.


As a doctor, I’ve met countless people with dementia. My first experience was a long time before medical school. I lived on a 1970s housing estate in the East of England. Rows of houses, and for some reason each half of the road was named something different. The ‘streets’ were named after the bits of grass in between the houses, called ‘walks’, and the roads were merely rear access to the properties. I’m not sure why, but in the seventies it seemed popular to build housing estates that caused the inhabitants or visitors to become utterly confused. I’m surprised we ever received any post. For those of us living there, it seemed perfectly natural. Since I’ve been a GP, I’ve been repeatedly lost in estates like this. Roads nowhere near houses, en masse garage blocks obscuring views of the house or street, dark alleyways and blind bends. I have a terrible sense of direction, and I like to think I’m relatively free of diseases affecting my brain.


Given the labyrinthine nature of my childhood haunts, perhaps it was not surprising that, one day, my mother and I found an elderly lady outside the back of the house. Or perhaps it was the front. It’s hard to tell. She looked rather disorientated. My mother asked her where she needed to be. Rather coincidentally, my mother had a letter for that very address that she needed to post, and we walked with the lady back to her home. Either that, or we walked her to a complete stranger’s property and let her in. We never did find out what happened, but we assumed this to be the lady’s house. In retrospect, I suspect this lady was suffering from dementia, and most likely Alzheimer’s disease. Disorientation in usually familiar environments is one symptom that might point the way to a diagnosis of dementia. Either that or, like many visitors to our estate, she wasn’t entirely certain where she was.


Alzheimer’s, and in fact all types of dementia, make up a very common group of conditions. It’s difficult not to find a person who doesn’t know someone who has dementia, or who might be caring for a loved one with the disease. In this book we’ll talk about what Alzheimer’s disease is, and touch upon other forms of dementia. We will look at what we can do to try to prevent the condition developing. We will look at some of the signs and symptoms of Alzheimer’s. Is there anything we might be able to spot before it takes hold? We will talk about the sorts of tests and investigations that might be needed, as well as any treatments that might help. We will look at medications, and non-drug treatments, as well as complementary therapies. We’ll provide tips about how to live well with dementia, to make the most of life regardless of the diagnosis given. Finally, we will look at some of the current research and see what hopes we might have for future treatments.


A diagnosis of dementia can be a scary prospect for people and their families. This book aims to take some of the mystery away, shed a little light on the dark corners and, hopefully, provide a little reassurance along the way.
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Your amazing brain

Alzheimer’s disease is one of a group of conditions called neuro-degenerative diseases. Neuro referring to the brain, and dege-nerative is self-explanatory. There are a number of different neuro-degenerative diseases including Alzheimer’s disease, Huntington’s disease, Parkinson’s disease and motor neurone disease.

These conditions affect people in different ways, but one of the things they have in common is they all cause bits of the nervous system, be it centrally in the brain or peripherally in the nerves, to no longer work correctly. If they don’t work properly, neither do we, and this goes some way to explaining why we find what we do in people suffering from such diseases.

Alzheimer’s is part of a family of conditions that cause dementia. There are a number of different types of dementia. Perhaps the one I see most is Alzheimer’s, but we also have vascular dementia, dementia with Lewy bodies, frontotemporal dementia, alcohol-related dementia, Creutzfeldt-Jakob Disease (CJD), as well as mixed dementia types (e.g. vascular/Alzheimer’s simultaneously). We also see dementia in Parkinson’s disease, Niemann-Pick’s disease (type C), HIV-related cognitive impairment and Progressive Supranuclear Palsy. Some of these conditions are more common than others. We’ll briefly touch on these other conditions in a later chapter. The main subject of this book is dementia and how to live with such a diagnosis.

Before we go into the subject of what exactly dementia is, I’m going to tell you a little bit more about your brain.

Your brain is amazing. It’s a grey and white, squidgy blancmange of amazingness. A kilogram and a bit of brilliance, and each and every one of us has one. A supercomputer capable of amazing calculations, recall and recognition. Able to process countless signals from the nerves that run to and from our brain to our bodies.

Everything is in our heads. The colour orange. The smell of freshly mown grass. The taste of lemons. Happiness and sadness, joy and sorrow, pain and pleasure are all processed by the brain. Our sense of self, our hopes and dreams, our beliefs and prejudices all happen in that collection of billions and billions of neurons. Every action, want, need and desire comes, in part, from the brain. When a person asks me if something is ‘in their heads’, my answer is, ‘yes, along with everything else’. We are, in part, a walking, talking, life support machine for the contents of our craniums. Our species is incredible. Arguably one of the most adaptable species on the planet, able to tame nature, reach for the stars, and make a complete hash of more or less everything we attempt to do in the process. We are brilliantly terrible, and terribly brilliant in equal measure.

Every amazing discovery, every catastrophic war, every moment of joy and sorrow originates in the brain. Pretty mind blowing, isn’t it?

Take a minute to sit and look around you. Think about the things your brain needs to be able to do. What do you see? Light enters your eye, hits your retina, and a signal conveyed by the optic pathway to your occipital lobe, and processed by the brain to form a visual image.

What can you hear? A ticking clock? Birds singing? In my house it’s usually my kids.

Air pressure, causing our eardrums to vibrate, activating tiny bones called ossicles, which causes the hair cells of the cochlear to move about, a signal relayed by our auditory nerve where our brain processes this information and recognizes this sensation as sound.

Take a sniff? Odours are detected in our olfactory bulbs, with fibres poking down into the top of our noses through a paper thin piece of bone called the cribriform plate, which is then conveyed to our brains and interpreted as scent.

Think about a time when you were happy. It might have been the birth of a child, a graduation, a time spent doing something fun with the people you love. I can recall the birth of my children as if it were yesterday. When I think back to those times, I can conjure up the sights and sounds, and even those feelings of fear, worry and, ultimately, untapped joy as if it were happening now. These memories make me what I am today, and their value is immeasurable. All of this is happening thanks to my brain. We are the product of our deeds, both good and bad. We are the product of our experiences, our upbringing and our genes. Our brain is shaped by our experiences and our environment, to make us who we are today.

All our five senses have an ability to trigger memories, emotions and sensations. Multiple connections between different parts of our brains give meaning, memory and emotion to practically every interaction we have. We learn from each experience, we understand what lemons smell like, what happiness feels like, what happened a week last Tuesday. You get the point. Your brain makes you who you are. Alzheimer’s, in fact I would argue all dementia and neuro-degenerative diseases, rob us of what makes us who we are. Perhaps that sounds a little melodramatic, perhaps a bit too much of a sweeping statement but, if our brains make us who we are, then perhaps it is entirely understandable that when bits of it work less well, who we are changes. Slowly, over time, becoming evident to those around us.

We all change throughout our lives. I like to think most people are fairly open minded. Perhaps just the ones I meet. Our sense of the world changes as we experience life. Attitudes and beliefs evolve over time as we experience more and more of what life brings us. I’m pretty convinced that none of us share the same thoughts about life, the universe and everything that we had as children, teenagers or young adults. There is nothing permanent about us, or our experiences, and our ideas will flux. Who we are changes with our experience of life.

Before we delve into Alzheimer’s, I’m going to tell you a little more about this amazing brain of yours. First some facts and figures. Your experience of your little patch of the universe is processed by an organ weighing about 1.4 kg. That’s almost one bag and a half of sugar. There are thought to be 100 billion neurons in the human brain. A neuron is the name given to an individual nerve cell and the cells are, in essence, the building blocks of life, especially ours. Nerve cells are rather special things. They have a cell body, surrounded by dendrites, like little roots connecting with other cells. Leading from this body is the axon. Imagine it as like a wire conducting electrical signals down to synapses. Synapses are at the end of cells, and contain chemicals called neurotransmitters. Like a microscopic relay race, they pass the signal on to the next cell to carry out whatever task called upon them. Scaled up, these cells work together to allow us to think, feel, walk and talk, laugh and skip and jump and sing (should the fancy take you). Like all parts of the human body, they are truly amazing. I’m probably labouring the point now.

There are other cells in the brain too. Aside from neurons, there are cells known as glia. There are three types of glia, and they are: astroglia (astrocytes), oligoglia (oligodendrocytes) and, finally, microglia. I can recall at some point during my days at school being told that the glia didn’t have a function, or that their function was largely unknown. However, with time comes scientific progress, and we now have some idea of what glia might do. Part of their role is involved in the immune system of the brain, and they kick into activity in the context of inflammation in the brain (the body’s way of dealing with something it doesn’t like), and neuro-degenerative diseases, of which Alzheimer’s is just one. Glial cells are involved in the repair of damage, and given that for years these cells have been regarded as devoid of function, they are now subject to much study. We will discover more about what these cells do in the fullness of time (but not in the pages of this book, I hasten to add).

All of these cells work together to form the human brain; arguably one of the most sophisticated examples of evolution on the planet. The brain consists of several sections or lobes. There are lots of ways of referring to bits of the brain but, for the sake of brevity and because it has been so long since I studied neuroanatomy, I’ll keep it simple.

Basically, the outer part of the brain is called the cerebral cortex. It’s the outer part, the folded bit that you see when you first take a peek inside someone’s skull (we’ve all done that, right?).

The cortex is divided into lobes. The frontal lobe is at the … well, front. The occipital is at the back, the parietal on the sides and the temporal lobes at the temples. More deeply we have the limbic system, and towards the bottom of the brain we have the brain stem. This consists of lots of important parts that do things that we don’t need to think too much about. They just happen, at least as far as we are concerned.

The frontal lobe is, in part, involved in control of movement, complex thoughts, how we get along in social environments, our inhibitions, impulses and behaviour. The parietal lobe is involved in perception, the occipital lobe is responsible, in part, for vision, and the temporal lobe is involved in hearing and smell.

Deeper to this is the limbic system, which consists of the hypothalamus, pituitary gland, the amygdala and the hippocampus. The hypothalamus and pituitary are important in the regulation of hormones which, you’ll be pleased to know, we won’t talk too much about in this book. The amygdala is important to survival, particularly when it comes to an awareness of fear, and the hippocampus is involved in the formation of memory. This is an important and yet fairly small part of the brain, at least where this book is concerned. In fact, I can’t really think of any parts of the brain that aren’t important. They’re all there for a reason. Contrary to popular belief, we don’t use a mere ten per cent of our brain. It’s just that some people we meet in our daily lives might seem to.

This brilliant brain of yours is attached to a spinal cord, the main wiring loom that contains nerves leaving and entering the brain, allowing us to walk and talk, move and feel, run, hop, skip, and jump. Our thoughts are turned into actions, signals sent back down to our muscles to carry out our intentions. Unconscious processes permit us to breathe, digest our food, change our heart rate, or respond to danger or pain in a split second; out of our own control but there to keep us above ground for another day.

It is staggering to think just how much we can achieve with the human brain.

To paraphrase the late cosmologist Carl Sagan and his ‘Pale Blue Dot’ speech …


Every feeling of love and hate, all of life’s knowledge and work, the memories of people and places lost to us, every feeling of joy or suffering, every religious belief, act of heroism or cowardice, creation or destruction, invention or desire to explore, every lesson learned, every misdeed committed, every work of art or symphony scored, every act of peace or war, every ideology, everything you’ve ever known or ever will know in part originated in a human brain.

If that doesn’t blow your mind, nothing will.
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What is Alzheimer’s disease?

Alzheimer’s is a member of a group of conditions referred to as neuro-degenerative. As we’ve mentioned previously, this means assorted parts of the brain degenerate, degrade, fall apart. They get smaller, or disappear, their neurons reduce in number, and if they aren’t there, the brain doesn’t work. Areas of our brain that once had function are no longer there to access, to carry out their role and make us who we are. It might be memories of people or places, or a mental set of instructions on how to carry out a certain task or how to navigate around our home town.

According to the World Health Organization, dementia is a group of conditions characterized by a reduction in memory, difficulty thinking, changes in behaviour and problems carrying out the activities of daily living. It is more common in older people but that doesn’t necessarily make it a factor of normal ageing. There are an estimated 47 million people living with dementia worldwide, and around 10 million new cases are diagnosed every year. Alzheimer’s makes up around 60 to 70 per cent of all cases.

Given that dementia causes so many problems with our ability to function, it is clear that this group of conditions are a major cause of disability and dependency across the globe. It causes physical problems, especially if we struggle to attend to our own care. It causes psychological problems in terms of depression, problems regulating behaviour or controlling our emotions. Dementia has a massive impact from a social perspective. It causes economic difficulties, and affects not just the patient but their families, carers, and society as a whole.

Dementia is a massive deal.

Dementia, and in particular Alzheimer’s, is usually a long term, progressive condition. You might notice problems with memory, thinking, orientation in time and place, comprehension and understanding of language, difficulty with calculations and numbers, and judgement and decision making may become impaired. We may notice difficulties with emotional control, behaviour in social settings, or find a loss in motivation and drive. People with dementia can be left in a very vulnerable position indeed.

For many, the diagnosis of dementia can feel overwhelming, and I won’t be lying in saying that some people I’ve met find it just that. Others will press on with life, adapting to the challenges that such a diagnosis brings, determined to get as much out of life as possible. The path we choose is, in part, dependent on many factors: how much support we have, our prior understanding of the condition, and perhaps how advanced it might be at the time of diagnosis. For some, the diagnosis of dementia brings with it a stigma, a feeling that they are no longer valuable, or can’t engage with friends, family and colleagues in the ways they are used to. As we will discover over the course of this book, this doesn’t have to be the case.

According to the Alzheimer’s Society, there are around 850,000 people living in the UK with a diagnosis of a form of dementia (as of 2015), and the vast majority of those are aged over 65 years. Over one per cent of the UK population has dementia, and with the rate of population growth and ageing that we have experienced in the UK over the previous decades, it is estimated that as many as two million people will be living with dementia by the middle of the century. And around 115 million people worldwide. That’s a lot of people potentially needing extra help and support. A lot of worried family members. A lot of family members spending their time caring for loved ones. A lot of stress, worry and anxiety.
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